ABSTRACT: This 2008 survey of chronically ill adults in Australia,
M e d i c a l s c i e n c e a dvan c e s an d i m p r ov e d living standards have saved lives and contributed to longer life expectancy, yet industrialized nations now face the growing challenge of caring for patients with chronic diseases. Health systems initially designed to respond to acute, episodic illness increasingly care for patients with ongoing conditions, where the goals include preventing complications or deterioration rather than cure. Often coping with multiple conditions, chronically ill patients may see multiple clinicians at different care sites, increasing the risks of errors and poor care coordination. Across industrialized nations, chronically ill patients account for a disproportionate share of national health spending, placing them at the center of initiatives to Santé du Quebec expanded the Canadian sample. The Dutch Ministry for Health, Welfare, and Sport and the Center for Quality of Care Research (WOK), Radboud University Nijmegen, supported the Netherlands sample. La Haute Autorité de Santé funded the French survey, and the German Institute for Quality and Efficiency in Health Care, the German survey.
The questionnaire was designed by researchers at the Commonwealth Fund and Harris Interactive, with advice from country experts. Except for minor wording changes to reflect country-specific terminology, we used the same instrument in each country. Telephone interviews averaging seventeen minutes took place during March-May 2008. The survey was conducted in German in Germany, French in France, Dutch in the Netherlands, and English in the five other countries, with an option for French in Canada and Spanish in the United States. 6 The analysis weighted final samples to reflect the demographic distribution of adult populations in each country. 7 Exhibits indicate significant differences between countries or within countries (p < 0.05).
Survey Findings
n Sample profile: chronic conditions and health care use. Two-thirds to three-quarters of the initially screened sample of sicker adults in each country reported at least one of the seven chronic conditions (Exhibit 1). Half to 71 percent (U.S.) of those with a chronic condition reported two or more conditions. The majority were age fifty or older. These chronically ill adults had frequent contact with the health care system over the past two years. Forty percent or more had been hospitalized, and one-quarter to one-third reported major surgery. In all countries the majority saw multiple physicians: at least one-third reported seeing four or more. Patterns in physician use were similar across countries except Germany, where half reported seeing four or more doctors.
n Country health system views and costs. At the outset, the survey asked chronically ill adults about their overall view of their country's health system and later about perceptions of wasteful or inefficient care and cost experiences (Exhibit 1). Across countries, a majority saw room for improvement. Chronically ill U.S. adults were the most negative, with one-third calling for rebuilding the system and only one-fifth saying the system works well with minor changes. Dutch patients were the most positive, followed by U.K., French, and Canadian patients. Among the six countries that participated in the 2005 sicker-adult survey, views became more positive in Australia, Canada, Germany, and the United Kingdom. 8 Given frequent and ongoing care needs, chronically ill adults are likely to be sensitive to instances of excessive care or wasted time when care is poorly organized. Asked about experiences, U.S. and German patients were significantly more likely than patients in the other countries to report wasted time because of poorly organized care. French patients were the most likely, followed by U.S. patients, to perceive that doctors recommended care of little or no value. On these two questions, 40 percent or more U.S., French, German, and Canadian patients perceived instances of waste or inefficiency. Dutch and U.K. patients were the C h r o n i c C a r e least likely to indicate excessive care and also ranked low on wasted time from poor organization. The United States stands out in patient costs, with 41 percent reporting that they spent more than $1,000 out of pocket in the past year. U.K. and Dutch patients were the most protected against out-of-pocket costs, followed by Germans. French patient costs were also in the low range; however, a high proportion of French respondents were unable to estimate out-of-pocket costs, which suggests that they may not have understood the question. A follow-up survey question indicates that most were likely well protected: 54 percent reported a plan where all of their health costs are covered by France's national insurance fund (data not shown).
n Access. U.S. chronically ill adults were by far the most likely to report forgoing needed care because of costs. More than half (54 percent) reported at least one cost-related access problem, including not filling a prescription or skipping doses, not visiting a doctor when sick, or not getting recommended care (Exhibit 2). Reflecting comprehensive benefits and low cost sharing, Dutch and U.K. patients were the least likely to go without care because of costs. Patterns in the other four countries reflected varying insurance designs.
Having a continuous relationship with a care provider enables the delivery of care that is timely, informed by knowledge of patients' medical histories, and, potentially, coordinated across providers and settings. The vast majority of chronically ill adults in each country reported a regular source of care. However, U.S. patients were significantly less likely than others to have a personal physician or long-term relationship with a care provider.
Getting care quickly when sick can help patients avoid complications and better manage their conditions. Rates varied widely across countries. Dutch and New Zealand chronically ill adults were the most likely and Canadian and U.S. patients the least likely to report same-or next-day access. U.K., French, and German patients also reported high rates of same-or next-day access, although the proportion of patients waiting six days or longer in these countries was high compared to the Netherlands or New Zealand. New Zealand, Australia, and the United Kingdom were the only countries in which a majority of patients said that it was very easy to reach their doctors by telephone.
Asked about access during evenings or weekends, Dutch and German patients, followed by New Zealand and U.K patients, were the most likely to report easy access to after-hours care. U.S., Australian, and Canadian adults were the most likely to say that getting after-hours care was very difficult: 40 percent of U.S. patients reported such difficulty.
The extent to which chronically ill adults used hospital emergency rooms (ERs) tended to track country patterns in ease of access to primary or after-hours care. ER use was significantly higher in Canada, the United States, and Australia than the other five countries-including use for concerns patients thought could have been treated by their regular doctor if available.
As an alternative to visits, medical help lines appear the most widely used in the United Kingdom and Canada. Satisfaction rates were high in both countries. Regarding access to specialists, wait times were longest in Canada, New Zealand, and the United Kingdom, where at least one-third of adults reported waits of two months or longer after learning that they needed to see a specialist. U.S., Dutch, and German chronically ill adults reported the most rapid access, with two-thirds or more seen by a specialist in less than four weeks. Overall, the Netherlands emerges as the most likely to provide chronically ill adults with affordable and timely access, including after-hours and specialist care.
n Care coordination. Well-coordinated care is critical for patients with chronic illnesses, especially those with multiple conditions. There were significant differences in the percentages of patients reporting poor coordination, although all countries have room for improvement (Exhibit 3).
U.S. patients were significantly more likely than those in other countries to report that medical records or test results were not available during a scheduled visit or that tests were duplicated unnecessarily. One-third of U.S. patients reported at least one of these experiences-a rate 30 percent higher than in any other country. Dutch patients' responses were at the other end of the spectrum, with among the lowest rates on both questions. In all countries, the likelihood of experiencing either coordination problem increased sharply for patients seeing four or more physicians.
Having medical history and information flow with patients can avoid duplication and improve care. Exchange of information with specialists appears of particular concern in Germany, where one-third of patients said that specialists did not have information about their medical history. Asked about specialists' reporting back to their regular doctor, patients provided similar answers across countries (14-20 percent saying "no") except in France, where patients were more likely to say that their regular doctor was kept up-to-date.
n Hospital discharge. Deficiencies in coordinating care when patients left the hospital occurred in each country, raising risks for complications (Exhibit 3). In all countries except the United States, half or more of surveyed patients said that they did not receive instructions on symptoms to watch for or know whom to contact with questions, or that the hospital did not provide written care plans or make arrangements for a follow-up visit. France had the highest rate, at 71 percent of hospitalized patients reporting deficits in discharge instructions. U.S. patients were the least likely (38 percent) to report discharge gaps.
Patients often received new medications while hospitalized. Yet 30-45 percent of patients discharged with new medications in all countries except Germany (23 percent) said that no one discussed other medications they were using before being hospitalized. Studies finding that two-thirds of complications after hospital discharge are related to medication provide evidence that failure to reconcile medications puts patients at risk, with attendant cost consequences. 9 Highlighting possible quality concerns during the hospital stay or gaps in transition care, 17-18 percent of hospitalized chronically ill patients in the United States, Canada, and the Netherlands said that they were readmitted to the hospital or went to the ER as a result of complications. These rates were double the readmission/ER use rates in France and Germany-the lowest in the survey. n Prescription medications. Reflecting the critical role that prescription medications play for patients with chronic diseases, 74-89 percent of adults in all countries said that they were taking prescription medications regularly; one-third to half reported four or more medications (Exhibit 4). Despite the often complex medication regimens, 40 percent or more patients in each country said that their medications were not regularly reviewed by their doctors or pharmacists.
Pointing to the central role pharmacists can play in review and safety, one of five or more patients in the Netherlands, Australia, Canada, New Zealand, and United States reported a time when pharmacists told them that the drug they were about to fill could be harmful because of medications they were already taking. Although rates of "near misses" were lower in France, Germany, and the United Kingdom, more than one in ten reported such events.
n Safety. Asked about medication or medical errors, 14-23 percent of patients across countries reported at least one in the past two years (Exhibit 4). Lab and diagnostic test errors were also of concern, particularly in the United States (significantly higher than six countries), Australia, and Canada. Patient-reported test errors were significantly lower in the Netherlands, France, and Germany. Reflecting higher test-error rates, particularly delays in hearing about abnormal test results, one-third of U.S. patients reported some type of error-the highest in the survey.
Although safety strategies in most countries have focused on hospitals, in all countries the majority of patients said that the mistakes occurred outside the hospital. Across countries, the likelihood of error increased with complexity: the percentage of reported errors doubled or more among patients seeing four or more physicians compared to only one or two.
n Chronic care management. Initiatives to improve outcomes for chronically ill patients seek to transform care from only responding after people get sick to keeping people healthy with an emphasis on teams and engaging patients-often known as the Chronic Care Model. 10 Effective control of patients' conditions depends on a collaborative relationship between patients and clinicians to set goals, develop treatment plans, and support patients and families who have the day-to-day care responsibilities. There are opportunities to improve patient engagement and care management in all countries (Exhibit 5).
Asked about managing their condition, one-fourth (U.S.) to almost half (France, Netherlands, and U.K.) of chronically ill patients said that the clinicians they see had not discussed goals and priorities. In all countries but the United States, more than half said that they had not been given a written plan to manage care at home, and two-thirds or more had not been contacted after a visit to see how they were doing. In both instances, U.S. patients were the most likely to report efforts to involve them and follow up on care-yet one-third to half answered no to each question.
Effective doctor-patient communication is essential for patients with chronic conditions. However, one-fourth to more than one-third of patients across countries said that their regular physician only sometimes, rarely, or never encourages them to ask questions. Furthermore, 15-28 percent of patients said that they are not often given instructions about symptoms to watch for and when to seek further care. A similar share of patients across countries (12-31 percent) said that their doctor only sometimes, rarely, or never tells them about treatment choices or involves them in decisions. The responses of New Zealanders were among the most positive and French, the most negative, on these aspects of communication.
On all three questions, however, the range of country responses was narrow compared with access or coordination experiences. The Chronic Care Model emphasizes teams, with expanded roles for nurses to P a t i e n t s ' E x p e r i e n c e s counsel and to provide and coordinate care. 11 Based on patients' reports, such nurse involvement varies significantly across countries, ranging from a high of about half of patients saying that nurses are regularly involved in care for their condition in the United Kingdom, to 29-33 percent in the Netherlands, New Zealand, and United States, to a low of 13 percent in Germany.
H E A LT H A F F A I R S~We b E x c l u s i v e
Looking specifically at diabetes, the survey explored the extent to which patients received four basic recommended screening tests (Exhibit 5). Although country rates were high on each of the four services-often in the 80-90 percent range-far fewer received all recommended care. The share of diabetics reporting all four services ranged from half to two-thirds in New Zealand, the Netherlands, and the United Kingdom to a low of 31 percent in France. Notably, the highest rates-United Kingdom, Netherlands, and New Zealand-are in countries in which the vast majority of primary care practices report the use of electronic medical records (EMRs) and office systems able to profile patients by diagnosis and prompt clinicians for follow-up or preventive care. 12 n United States: insurance matters. In the U.S. survey, 29 percent of chronically ill adults were uninsured during the year. Exhibit 6 compares experiences by insurance status to examine the extent to which the uninsured are at higher risk and to contrast the experiences of U.S. chronically ill insured patients with patients in other countries.
As illustrated, U.S. uninsured adults were significantly more likely than those insured all year to go without care because of costs and to wait when sick. Remembering that all in this study have chronic (often multiple) conditions, a disturbingly high 82 percent of the uninsured did not fill a prescription, get recommended care, or see a doctor when sick because of costs. Uninsured chronically ill adults were also more likely than those with insurance to report errors as a result of higher rates of delays in hearing about abnormal lab tests and wrong-dose/ wrong-medication errors. Not surprisingly, given these experiences, the uninsured were also more negative about the U.S. health system than insured adults were.
Still, the experience of fragmented and inefficient care in the United States cuts across insurance status. Insured and uninsured chronically ill U.S. adults reported similarly high rates of coordination concerns (duplication and records/tests not available) and perceptions of excess care or time wasted because of poorly organized care.
Although insured U.S. adults fared better than the uninsured, they were still more likely than their counterparts in other countries to forgo care because of cost and to encounter poor coordination. Their perceptions of waste, patient-reported errors, and negative system views also remained at the high end of the country range.
Discussion And Implications
The survey findings of significant variations in care experiences regarding access, safety, and coordination/efficiency indicate that countries' policies and care systems make a difference for patients coping with complex, chronic conditions. U.S. patients appear at particularly high risk as a result of coverage gaps and poorly organized care. Chronically ill patients in countries with strong primary care infrastructures tend to fare better. Yet deficits in transitional care when patients leave the hospital, inadequate coordination for patients seen by multiple clinicians, and weak efforts to engage or support patients to manage their conditions exist in all countries.
n Countries' policies make a difference. Repeating patterns observed in earlier surveys, the United States continues to stand out for more negative patient experiences, ranking last or low for access, care coordination/efficiency, and patientreported safety concerns. The percentage of chronically ill U.S. adults who reported access problems, errors, delays, duplication, and other symptoms of poorly organized care was two to three times the level reported in the lowest-rate countries in the survey (a 20-30 percentage point spread). Along with Canadians, U.S. patients were also the most likely to indicate a primary care system under stress-lack of rapid access, difficulty getting care after hours, and high ER use.
The United States did comparatively well on measures of transitional care during hospital discharge, and responses were more positive on some items related to patient-centered care (for example, setting goals and priorities). Yet U.S. patients often cannot afford to follow recommended care. Recent studies indicate that the trend toward higher cost sharing for insured patients appears to be undermining access and adherence to recommended care. 13 In effect, insurance designs may be undermining efforts to hold physicians accountable for achieving outcome targets or evidence-based guidelines. Lack of affordable access, waits for primary care, and inadequate coordination put chronically ill U.S. patients-especially those with multiple chronic conditions-at high risk of poor health outcomes. Notably, despite spending much more, the United States has been falling behind all of the other surveyed countries in reducing premature deaths from conditions amenable to health care. 14 Among the eight countries, the Netherlands often ranked first or second for positive access experiences and low rates of patient-reported errors, duplication, or perceptions of wasteful care. Served by a strong primary care infrastructure, including after-hours physician-led cooperatives and primary practices with electronic medical information systems, Dutch chronically ill patients reported rapid access to physicians when sick, found it easy to get care after hours, and were the least likely to have visited the ER or have coordination problems. 15 Reflecting comprehensive insurance benefits, Dutch patients also report low rates of going without recommended care or medications because of costs. Yet relatively high Dutch readmission/ER use following discharge suggests a need for more integrated care as patients transition across care sites.
With the exception of waiting times for specialists and some aspects of patient engagement, the United Kingdom also ranked highly on many aspects of primary care access, coordination, and patient-reported errors. The extensive use of nurses on teams and high rates of diabetics with recommended care likely reflect U.K. incentives and reporting system reforms focused on primary care. 16 Canadian responses indicate that Canada continues to face capacity restraints in both primary care and access to specialists. With the exception of Australia, which generally ranked in the middle, each of the other countries was at times near the top or bottom of the country range. Access variations, among the widest in the survey, tended to track countries' coverage and benefit policies as well as primary care capacity. Indicating shared concerns, the range of variation across countries in other areas of the survey was often narrower if the leading or lagging country was excluded.
n Lowering patient risks. To date, patient safety efforts have primarily focused on hospitals. Yet patients in all eight countries reported that medical, medication, and test errors most often happened outside the hospital. Notably, at least one in ten chronically ill patients in four countries cited delays in learning about abnormal test results. Even higher proportions of patients across countries reported failures to reconcile medications at the time of discharge or that pharmacists had warned them of potential adverse drug interactions. These concerns highlight the need to focus on ambulatory care and medication safety.
Readmission rates to hospitals or the ER for complications indicate health risks resulting from inadequate care during hospital stays or transitions. Studies within the United States and targeted efforts by hospitals suggest that as many as 75 percent of readmissions for chronically ill patients are potentially preventable with C h r o n i c C a r e w 1 4planned follow-up care after discharge. 17 Readmissions thus offer policy and care system leaders a sensitive indicator of quality and safety over an episode of care.
n Shared quest for system innovation. The experiences of chronically ill patients attest to the need to integrate care around the patient, supported by information systems that inform and enable more-effective and -efficient care. As countries grapple with redesigning their delivery systems from an acute, episodic orientation toward team approaches that integrate care over time and promote health for chronically ill patients, there is a unique opportunity for cross-national learning. Country initiatives under way share many similar features: using incentives and more "bundled" payments; spread of registries and electronic information systems; use of assistive telehealth technology with patients and care teams; targeting the highestrisk patients for outreach and follow-up care; building the evidence base for chronic care, especially for multiple conditions; and efforts to engage patients and communities with a population focus on prevention and health. Some examples include German statutory Disease Management Programs and Integrated Care Contracts with promising approaches to risk management and global fees to support care coordination; the U.K. Expert Patient Programme, which aims to give patients confidence to manage their own care plus GP contracts with incentives and feedback to doctors to improve care; France's recent implementation of cost-sharing incentives to strengthen patients' relationship to primary care and reduce fragmentation; private and public initiatives in the United States and Canada to promote integration across settings of care, with incentives to support "medical homes"; and New Zealand primary health organizations, information systems, and social marketing approaches to engage communities in health promotion to prevent chronic illnesses. 18 F r o m t h e p e r s p e c t i v e o f c h r o n i c a lly i ll pat i e n ts having intense contact with health care, the study finds opportunities to improve in all eight countries. As countries seek to innovate with goals of better health and value, the international community has opportunities to learn from negative as well as positive experiences. In an era of rising rates of chronic disease, public health initiatives as well as system innovations will be essential to enable all patients to achieve healthier, longer, and more productive lives. 
